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A NEW FRAMEWORK FOR UNDERSTANDING THE IMPACT OF HEPATITIS C AND ITS 
TREATMENT ON QUALITY OF LIFE 
 
Objective 
To develop a conceptual framework demonstrating the impact of Hepatitis C (HCV) and 
treatment on health-related quality of life (HRQL).  
 
Methods 
(1) PUBMED literature were reviewed. HRQL issues raised by patients in qualitative studies were 
compared with those emphasized in quantitative studies. Numerous issues important to 
patients were not adequately covered by commonly used HRQL instruments.  
(2) An in-depth interview guide was developed to investigate the issues raised in both study 
types. HCV patients (M age=51; 18 men, 21 women) from Australia (n=8), Brazil (n=20) and 
France (n=11) have been interviewed, the goal being to interview 20 patients from each 
country. Interview data were translated into English and examined for recurring issues, which 
were grouped by code, category, concept and theme as shown in Figure 1. Commonalities and 
variation within emerging codes, categories, concepts and themes were explored, iteratively re-
examined and refined.  
 
 
DEVELOPMENT OF CONCEPTUAL FRAMEWORK 
  
CONCEPTUAL FRAMEWORK: 
HEPATITIS C-SPECIFIC HEALTH-RELATED QUALITY OF LIFE 
 
 
 
Results  
The process of analysis facilitated construction of an HCV-specific HRQL Conceptual Framework 
(displayed Right) within which salient and frequently-raised issues were organized into Physical, 
Mental, Social, Adaptation and Treatment domains. This framework was compared against 
HRQL instruments commonly used in HCV research, including the SF-361 and Hepatitis Quality 
of Life Questionnaire (HQLQ)2. HCV-related issues absent or not adequately represented by 
these instruments include: (Physical) bodily changes, sexual dysfunction, and fatigue variability; 
(Mental) illness uncertainty and unpredictability, identity change, emotional volatility, minor 
cognitive impairment, concerns for the future; (Social) social identity change, transmission-
related issues, multidimensional nature of stigma, social isolation and withdrawal, loss of 
independence and reduced participation modes; (Adaptation) positive disease impact, adjusting 
current activity levels and future perspective; (Treatment) treatment fears, side effects, 
management and adherence. 
 
Conclusions 
Numerous important issues raised by HCV patients were absent or inadequately represented by 
commonly used HRQL instruments. The proposed HCV HRQL conceptual framework 
encompasses these issues. This framework forms the foundation for the development of a new 
HCV-specific HRQL instrument.  
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Figure 1. Interview coding scheme 
Code 
Code 
Code 
Code 
Code 
Code 
Category 
Category 
Subcategory 
Subcategory 
Theme/ 
Concepts 
Theory 
Particular  General 
Actual  Abstract 
Social Health 
Mental Health 
Physical Health 
Adaptation 
Treatment 
Pain 
Fatigue 
Sleep 
Sex reduction 
Frequent  
health shifts 
Physical  
appearance 
Anxiety 
Depression 
Emotional  
volatility 
Memory loss 
Illness uncertainty 
Loss of   
independence 
Social isolation 
Stigma 
Social function  
reduction 
Interpersonal identity  
change 
Health activities 
Planning for  
the future 
Emotional support 
Professional support 
Adjusting 
activity levels 
Trauma-related  
growth 
Informational support 
Adherence 
Fear of treatment  
failure 
Side effects 
Disturbing changes in appearance including weight loss, jaundice 
and hair loss. Influence on self-esteem and social acceptability.  
Musculoskeletal pain, including morning stiffness, join pain, muscle 
pain, all-over pain. Affected activity, mood, concentration, sleep. 
Trouble falling and remaining asleep due to anxiety, pain, itching. 
Chronic low to medium intensity fatigue with debilitating, 
sporadic high intensity episodes. 
Reduced libido associated with depression and therapy. Sex act 
entrenched in anxiety/fear for patient and partner. 
  
Nervousness, transmission fears, disease progression fears, fear 
of dying esp. parents. Limited future prospects. 
Shock, disbelief, grief. Stigma distress, victim. Helplessness about 
incurable disease, loss of control, bleak future, dependence. 
Intense feelings of irritability, anger, rage that are disturbnig, 
uncharacteristic and unexpected. Relationship disruption. 
Regularly forget small daily things (e.g. lock front door, burn 
dinner). 
Mental health-related changes alter personality expression, self-
perception.  
Reclusiveness and loss of satisfaction brought about by limited 
energy, embarrassment and shame at personal appearance. 
Parents struggle to look after children, elderly relatives. 
Frequent body changes or unclear bodily cues. Healthcare and 
treatment difficult to comprehend.  
Fear, anticipation, actual side effects. HCV experience 
incongruent with previous illness experience, since treatment 
side effects worse than illness. 
Fatigue 
    PRIMARY ISSUES 
Emotional volatility & Depression 
Stigma 
Adjusting daily activities to disability level 
Side-effects worse than illness 
Reduced social functioning and means to participate. Limited 
work opportunities. Financial strain. No sport, alcohol. Fatigue 
and hygiene-limited interaction.   
Reliance on others esp. family to perform common daily tasks. 
Limited mobility and travel distance due to resting needs.   
Fewer invitations, reduced social support and companionship, 
marital/relational instability. 
Intrapersonal: self as infectious agent. Interpersonal: 
Transmission-related, disclosure-associated, side-effect related, 
in healthcare setting, workplace, family, friends. IDU stereotype.  
Greater sense of self-in-the-world, respect and empathy for 
other ill persons. Renewed life appreciation. 
Behavioural strategies: dietary change, hygiene practices, 
complementary medicine, low-level exercise. Cognitive 
strategies: positive thinking (e.g. side effects part of healing 
process), meditation, prayer. Increase self-efficacy. 
Flexible approach to daily activity, including rest periods. 
Hobbies that fit with changed capacities. Negotiating achievable 
work and home duties. 
Adjusting life goals to fit with health level, particularly in the 
case of unsuccessful treatment. 
Feeling cared for and valued.  
Lectures, workshops, internet. Initial sense of being 
overwhelmed, but sense of greater control in the longer term . 
Doctor, psychiatrist, psychologist, nutritionist. Regular 
professional health contact supported adherence, confidence 
and sense of control.  
Strict regimen a big responsibility, restricts travel. Injection 
painful, intrusive. Difficult to hide treatment socially. Treatment 
interrupted by anemia, myoma, vomiting, fibroids, bleeding, 
depression. 
Worry that HCV will re-appear. Concern that treatment will be 
unsuccessful despite adherence efforts, life adjustments and 
side effects.  
Intrapersonal identity  
change 
 
Physical Health 
 
 
Mental Health 
 
 
Social Health 
 
 
Adaptation 
 
 
Treatment 
 
Overnight changes in health causing disruption to routine and 
planned activities.  
 
HCV HRQoL 
 